Introduction
The term technology-dependent is used to describe children who need some device to compensate for the loss of some vital function and consequently to maintain their existence, such as a tracheotomy, mechanical ventilation and gastrostomy (1) . Technology-dependent children are a group with special health needs, characterized by clinical weakness, health care demands beyond those offered to children of the same age and, frequently, the need for technological devices (2) . These children require a complex and continuous therapeutic and rehabilitation regimen, which implies the need to incorporate new knowledge and practices that are uncommon in the daily existence of their mothers, as the care goes beyond what is offered to a healthy child. These care practices are based on scientific knowledge (3) .
In that sense, "hospital care at home" is positive as they are extended, enhancing these children's quality of life. On the other hand, the families face an extreme emotional and social burden (4) . The maternal burden, the changes in the intra and extra-family dynamics, the social isolation and the financial impact are some of the challenges these families experience (5) .
Researchers have alerted to the need to reorganize the health system to improve health care for this emerging clientele, looking for support networks of professionals who deliver home and community-based care. They also indicate the importance of qualified and integrative care and the need to implement new support services to help these families to maintain care at home (2, 6) . The institutions that deliver home care to this group of children should be accessible, deliver family and community-oriented care coordinated with other services and in a culturally effective manner (7) .
Departing from the premise that the family members are alone facing a completely new reality, including new knowledge and practices that need to be incorporated into the daily life, this paper was based on the theoretical framework of medical anthropology. This framework provides a theoretical structure to analyze the cultural factors that intervene in the health area, studying the way people explain the causes of the diseases, the types of treatment they believe in and use, thus permitting the recovery of the experiencebased and symbolic dimension of the care experience for technology-dependent children (8) .
With regard to medical anthropology, the concept of Health Care System was highlighted, which affirms that the activities in search of health care are socially and culturally organized, composing a cultural system based on three intercommunicating sectors: family (or traditional), professional and folk. The family or traditional sector is the sphere in which the disease is defined, discovered and where the health care activities are started. The professional sector consists of scientific medicine and the folk sector comprises non-official cure professionals, such as faith healers, prayers and folk healers, among others (9) (10) . A complementary context is the Explanatory Model of Disease, which is an articulated set of explanations about disease and treatment that permeate each Health Care System, including the professional explanatory model, which is scientifically based and refers to what the health professionals adopt and to the popular explanatory models, resting on the culture shared by all members of a given group (8) .
Thus, the theoretical choice is based on the possible interpretations of the ways of thinking and acting in view of the disease and care for the technology-dependent child, integrating the sociocultural aspects of the participating mothers. Therefore, based on the premises of medical anthropology, the challenge was raised to understand the explanatory models these mothers elaborate, which guide their perceptions and attitudes in view of the care experience for their technologydependent children in a given health care system. This study is justified by the lack of research focused on these clients and the need for their recognition in order to plan public policies and care strategies. The development of this study was motivated by the need to answer the following research question: what is it like to take care of a technology-dependent child? Based on these considerations, the objective of this article is to understand the experience of care delivery to technology-dependent children based on the mothers' experience.
Method
An exploratory study with a qualitative approach was undertaken, based on the theoretical framework of medical anthropology and the narrative method.
The participants were twelve mothers of technologydependent children, intentionally selected based on a sample of 102 mothers (11) . The 102 mothers were The number of participants was not determined a priori, but defined in the process of the obtaining the empirical data, until the data were considered sufficient to understand the study phenomenon. It was based on the following argument: when the selection of the participants in a qualitative research is intentional, the researcher's goal is to have a selected sample of participants who can contribute better to the research, selecting cases that are rich in information for the indepth study (12) .
Hence, the intentional sample was aimed at constituting a heterogeneous sample, including mothers with distinct experiences, whether because of the socioeconomic conditions, marital situation or length of experience with the disease. Thus, the inclusion criteria were: being a mother and/or responsible for children up to 12 years of age who depends on some technological device to maintain their life and who live in the city of Ribeirão Preto. After the intentional selection, preliminary contact was made by telephone, inviting the selected mothers to participate in this research phase.
None of them refused and the data were collected according to the participants' availability.
The empirical material was produced between
May and October 2011. The narrative method was used, which was considered the most appropriate as it permits rescuing the knowledge, interpreting relevant experiences and obtaining the cultural meaning. The narratives are histories the participants tell, whose thoughts, emotions and experiences are data sources.
The narrative privileges the narrators' subjectivity and represents their experiences (13) . The open interview thus constituting the thematic categories (14) .
As the health care actions are organized in a sociocultural manner and can be studied by means of the health care system. As this system is understood as a set of actions to cope with the disease, such as the search for its meaning, the way it is treated and the institutions involved in care (10) , the thematic categories present the meaning of the maternal experience in the care for the technology-dependent child, based on the health care systems: family system, professional system and folk system.
Results and Discussion
To investigate the maternal experience in care for technology-dependent children, the participants' different social contexts were considered. The analysis was based on the complementation and enrichment each experience permitted. Therefore, some characteristics of the mothers of the technology-dependent children who participated in this study are summarized: mean age of 34 years; regarding education, seven mother had child care ranged between one year and six months and 11 years. In relation to the technological devices that the children used, 11 children nedeed technological devices for eating, such as gastrostomy, jejunostomy or gastric probe; seven children used devices for breathing, such as tracheotomy, non-invasive mechanical ventilation and oxygen therapy; and three children used devices for elimination, including urinary relief catheter and intestinal washing. It is important to highlight that the 12 children used more than one technological devices concomitantly.
The family system
It is in the family subsystem that the diseases are identified first and, after the biomedical diagnostic In a study aimed at describing the inter-relation and communication in the health care sectors from the perspective of family caregivers of chronically ill patients, the results were similar, indicating that, although the professionals determine what care is to be delivered, the caregivers end up developing their own ways, corresponding to an association between folk and scientific knowledge. They concluded that the knowledge is interconnected and that the caregiver defines when to turn to one or to another care system (15) . When studying the experience of families living with cystic fibrosis, the researchers also pointed out that, in cases of chronic childhood illnesses, the mother becomes the main figure in the execution of care and management of therapy, which becomes a burden (16) . In that sense, the argument is supported that the women were socialized as caregivers and good mothers, so that care for the sick child represents a legacy of dedication, abnegation and moral obligation, which are closely related to cultural issues, values, beliefs, religion and worldview (3) . 295 www.eerp.usp.br/rlae Okido ACC, Zago MMF, Lima RAG.
As the family care system includes the sick individual, the family, the social network and the members of the community nearby The constitution of this partnership among the women, mothers of children with special health needs, can be understood by the legacy of solidarity that involves the female universe and empowers them for care (3) . The importance of the approximation of groups of people who live with the same situation is evidenced in studies involving mothers of children with cystic fibrosis (16) . These approximations permit emotional and instrumental support, sharing of experiences, information and material, as well as the completion of the gap created in the traditional family sector.
The professional system
The family system is responsible for 70 to 90% of the health care activities and involves beliefs, practices, choices, decisions, roles and relationships (9) . Nevertheless, the severity of the clinical conditions and the complex demand for care these children require demands skill, linking the care practice with scientific knowledge, necessary for the prevention or minimization of problems, the identification of clinical alterations and agile intervention, if necessary.
In that sense, it is observed that the mothers' narratives about the experience of the technology-dependent children's disease were elaborated according to the technical terms and in conformity with the professional explanatory models, confirming the hegemony of the medical sciences in the Western paradigm (17) . This appropriation of the biomedical discourse is justified based on the following premise: during the interaction between professional and sick individual, the explanatory models are shared, but the professional class influences and molds, so that the patients and family members adjust themselves to the biomedical model of the disease. This influence can be related to the social power of the professional class, especially the medical class, due to its origin and training (8) . The relations between health professionals and patients should be constructed in a dialogical and nonhierarchical manner. Therefore, the community should be constructed from an intercultural perspective, that is, the health professionals should possess knowledge that differs from the lay culture; hence, the professionals do not need to give up their knowledge, but listen to the other. If there is no dialogue, when returning to the family care system, the patient will do whatever pleases him and what he considers most appropriate, depending on the way he interprets his disease (18) .
In that perspective, although the narratives were elaborated to recognize the need for health interventions, this disease situation often remits to an experience marked by discomfort and frustrations. In view of the above narrative, it is agreed upon that the medical practice should center on the individuals and their culture, so as to rescue the humanization of care and the integrality of health care. The health services should be "culturally sensitive", that is, the professionals need to be prepared to recognize the cultural differences among individuals in search of health care, thus permitting effective action in response to their problem, (19) . Among the professionals in the professional sector, the narratives revealed that nursing, by means of the orientations provided in the course of the hospitalization and at discharge, was essential to construct these mothers' autonomy to deliver care to their children, facilitating the continuity of care at home: When Nursing plays a fundamental role in care for technology-dependent children and their family, assuming the commitment to support them in the transition process to the home and further monitoring (5) , but this training remains based on the biomedical paradigm, on the accomplishment of techniques and on the disease.
The folk system
The popular system consists of non-professional cure specialists, strongly linked to the family system. The practice of complementary and alternative therapies has gained strength in the current context, especially for children with chronic illnesses. These therapies can be defined as non-conventional approaches, adopted for therapeutic purposes, including phytotherapy, homeopathy, anthroposophic medicine and acupuncture, which can be used separately or associated with traditional medicine (20) .
Religion is another part of the folk system in the Religion contributes to establish meanings for human existence. It is also a source of motivation, protection and a personal energy resource, helping to cope with the disease and death (21) . Spirituality and religiosity encourage the family, generating feelings of hope or acceptance of the condition the disease imposes. In a study on spiritual care in oncological pediatric nursing, the authors also concluded that religion and spirituality are sources of comfort and hope, helping to accept the disease of the child and adolescent (22) .
Conclusion
In this study, we started from the premise that the mothers attribute meaning to the child's disease beyond the objective recognition and formal diagnosis. Hence, it was considered proper to support the analysis on these concepts, as they are more appropriate to the objectives, considering that this theoretical reference framework involves the understanding of the interfaces between It was also identified that the disease experience is mainly centered on the professional system, which nevertheless displays little problem-solving ability in care for the complexity involved in care for technologydependent children, making the family and folk systems fundamental in the maternal experience. Hence, the interpretations can contribute towards changes in the health work process, so that it stops being exclusively based on the biomedical model and so that the sociocultural aspects are integrated in the health care movement. This reveals the need to value the spiritual support in the action planning of the professionals working with these clients.
In that sense, the importance of nursing is highlighted to transmit this support, in view of its continuing presence in the situations where it is required.
Considering the results related to the importance of the nursing professionals and their generalist background, which considers not only individual care, but also collective and general care, the nurses are key persons to integrate these care systems. Therefore, this theme should be included on the list of study subjects as soon as the future nurses start their undergraduate programs.
The informal solidarity network of these mothers is highlighted, helping one another. In that perspective, formal actions are needed to allow these mothers to meet, with a view to strengthening the bonds of solidarity, as they share facilities and difficulties in view of the experience of having a child who requires care beyond what a healthy child demands. In addition, it is considered that this type of approximation grants visibility to sociocultural issues, which are hardly valued in the professional sector.
As regards the study limitations, the delimitation of a specific group of children with special health needs is appointed, i.e. technology-dependent children.
This excerpt was necessary to optimize the time to accomplish the research. Nevertheless, it is known that, to contribute to the process of political changes that guarantee comprehensive care to these children and their families, an inclusion movement is needed.
Another limitation refers to the dynamic nature of the narratives, which reported on the experiences these mothers are still going through, and which can therefore be reconstructed, based on the interaction and negotiation among individuals who share a certain sociocultural context. 
